Cancer Carers Family Palliative care Supportive care Background: In the United Kingdom, district nurses (DNs) support patients with advanced cancer in their homes. Although evidence suggests that DNs emphasize the distinctiveness of home rather than hospital settings, little is known about the specific challenges of delivering care in family-home settings. Objective: The objective of this study was to explore DNs' experiences of supporting patients within families. Methods: Focus groups were conducted with 40 DNs from 4 areas in the United Kingdom. The groups were digitally recorded and facilitated by researchers using a flexible topic guide. Analysis: Verbatim transcripts were analyzed using thematic content analysis. Results: Case-load complexity (household volatility) and family dynamics posed distinct challenges for nurses supporting patients. Many family members struggled with accepting the patients' prognosis and were complicit in withholding information. At times, this foreclosed a consideration of palliative options. Conclusions: Carers provide a great deal of positive supportive care within the home. However, for some, the home is characterized by conflict rather than consensus. Complexities surrounding family relationships pose a distinctive and challenging environment for DNs. Implications for Practice: Education and training of DNs should be designed to address the challenges of supporting patients within the family-home setting.
I n the United Kingdom, the majority of patients with advanced, incurable cancer are cared for in the community by generalist services, including district nurses (DNs).* District nurses support patients and their carers for long periods before the patient dies. Internationally, many palliative cancer patients are also supported at home by generalist care teams. 1Y3 UK guidance sets out clear expectations for quality of care in the provision of support to patients and their carers, including the importance of involving carers (usually family members) in decision making 4, 5 ; it is within these home settings that most physical and psychosocial support is provided. Although families within the home may be supportive, there is much to suggest that they may also pose distinctive challenges to nursing staff. District nurses emphasize the distinctiveness of the home from hospital-based settings: power dynamics are different from those of hospital settings 6 and involve an added closeness, privacy, and intimacy. 7 Before the illness, conflict rather than consensus may also characterize some family relationships, which the experience of advanced cancer within the familyVas with other illnessesVonly exacerbates. 8Y12 A further challenge of the home care setting relates to family involvement in the assimilation of bad news. Patients and families may go through a longer period of assimilating bad news and experience anger, denial, or shock requiring longer support from multidisciplinary teams. 13, 14 Although denial serves as a coping mechanism within families, it may contribute to this poor prognostic understanding. 10 A broader understanding of these family issues may therefore reveal some of the challenges faced by nurses caring for patients in the home.
This article is part of a wider study that aimed to explore DNs' experiences of delivering psychological support to patients with cancer in palliative phases and to assess the need for further training in communication skills. This article presents our specific findings on the challenges of supporting patients within families. ''Challenges'' were taken to mean any hindrance of nurses' ability to fulfill their supportive role. This understanding may help to narrow the gap between policy recommendations on supporting patients and their families at the level of national guidance with the practical reality of nursing at the level of patient care.
n Methods
We took a qualitative approach, 15 which comprised focus group interviews with DNs, following Kitzinger's approach. 16 We were interested to learn about participants' shared and divergent experiences within groups and to see how the participants interacted. The interview guide was designed to allow for an openended, albeit facilitated discussion. This reflected our concern that any salient issues should be participant rather than research led and allow considerable scope for nurses to identify issues relating to family issues. Throughout discussions, participants were asked to refer to patients with cancer on their case loads.
One researcher led the discussions using a flexible topic guide, whereas the other observed group dynamics and took brief notes. The facilitator asked contributors to expand on areas while avoiding asking leading questions. Participants were asked: ''How do you provide support to patients with cancer?'' ''What are the challenges or difficulties associated with this work?'' As the focus groups progressed, key themes emerged and were introduced into the topic guide. Following Kitzinger's 16 emphasis on participant interaction, researchers took care to observe group dynamics in order to include all participants and to avoid any artificial production of consensus. For instance, after individual contributions, other participants were asked: ''Do others agree?'', ''Have others experienced things differently?''
Recruitment
This study recruited DNs from 4 areas in the Northwest of England: 3 from inner-city areas (2 of which were relatively deprived) and 1 area from a neighboring suburban NHS Trust. Project researchers met with DN clinical leads in each area to outline the purpose, aims, and recruitment procedure of the study. Study packs, containing participant information sheets and consent forms, were distributed to nurses through the DN clinical lead for each area. Potential participants were working in the DN service, were RGN (registered general nurse) qualified, and had at least 1 or more patients with cancer on their case load. Interested nurses were invited to contact the research team to discuss any concerns or to confirm their interest via telephone or reply slips.
Sample
Each group comprised 10 DNs. All were RGN qualified and practicing as DNs, although only 5 were qualified DNs. Median years of experience was 12.5 (interquartile range, 8.24 years). With the exception of 1 nurse, none had received specific training in communication skills. It was difficult to determine the exact case load as DNs were hesitant to characterize their case profile without reference to their records. However, typically all nurses reported that they had a significant proportion of patients with advanced cancer on their case loadVand all were in palliative phases. All 40 participants gave informed consent before participation.
Data Collection
Four focus groups were conducted between November and December 2011 in community healthcare settings (conveniently located for each region) and were facilitated by 2 research team members. At the start of the session, nurses were reassured that their views would remain confidential. They were also briefed that constructive criticism was welcomed and that there were no ''right'' or ''wrong'' answers to the questions.
The duration of the focus groups was between 45 and 60 minutes; all were digitally recorded and transcribed verbatim. At the end of the groups, participants were also asked to reflect on their experience of focus group participation. All felt that the group discussions had been useful and that they had been listened to; only 2 participants said they would rather have had an individual interview: this was due to personal preference. *District nurses are general or community nurses who are employed by the National Health Service via NHS trusts and work with general practitioners to care for patients at home.
District Nurses' Care of Patients With Advanced Cancer
Cancer Nursing TM , Vol. 37, No. 4, 2014 n 311
Analysis
Digital recordings of the focus groups were transcribed verbatim using a professional transcription service. Transcriptions were read, anonymized, and checked for accuracy then uploaded into NVivo software to facilitate coding and analysis. A thematic content analysis approach 15 was used to analyze the focus group data and involved the following steps. Lead researchers (J.G., C.W.) read the transcripts to gain familiarity with the data and emerging themes. Researchers then re-read the transcripts, the annotated text, and grouped text together into themes and subthemes. Following the constant comparison technique, 15 analysis was performed alongside data collection to allow for the incorporation of new codes, and any reordering of text was discussed and agreed upon. Themes were compared between the 4 transcripts to prepare summaries grounded in the data. Quotations were selected to illustrate key themes and were carefully interpreted with reference to their surrounding context and the data as a whole. Written summaries of the main themes were presented to the study's steering group, which included 2 service user representatives who had cared for family with incurable cancer. The group explored the themes in turn, considered rival explanations, and finally agreed on the interpretation of study findings.
n Findings There were 2 overarching themes and several subthemes. The first major theme was case-load complexity (encompassing volatile households). The second theme related to family dynamics and included struggles with acceptance, denial (leading to an avoidance of palliative options), the withholding of information, and misunderstandings about pain control. Within all focus groups, there was agreement on key issues: as such, participants tended to expand on the responses of individual contributors, rather than disagree. All findings relate to the challenges that DNs identified in caring for patients with advanced cancer within families.
Contextually, the distinctiveness of the home as a care setting was highlighted. The home was seen as a personal, private space and the domain of patients' familial relations. Working with patients was often made difficult by the home environment, particularly where children were present: ''Yes, because if you're giving bad news, you don't wantI all and sundry there, do you? Grandchildren running in and outI it'sI a bit more difficult'' (focus group [FG] 2). Family members could also hinder nurses' ability to assess patient need on an individual basis and to determine what the patient wanted to know.
Case-Load Complexity
While a multidisciplinary approach was followed, district nursing staff were sometimes overwhelmed by the demands of cases and felt unsupported.
(DN) There were so many things that we couldn't get to the bottom of, or, even, try and help with, Iand there were lots of meetings about her (patient), and we just went around in circles, reallyI The relationship with her mother, the relationship with her child, we just couldn't deal with it, and we tried, but, I think, what came of it was, that, the fact that she had this background, yet, no one else was coming in and helping us, at all, it was just left for us and the district nurses to deal with. (FG1) Case loads were often challenging and involved mental ill health, deprivation, and dysfunctional family relationships. Volatile households were commonly encountered, and some were characterized by conflict among family members and antisocial behavior associated with alcohol or drug dependency. Although sometimes distracting, these forms of behavior were most often described as obstructive. Both focus groups from the deprived inner city highlighted these issues:
(DN) I think for me, it's conflict resolution within families, when you're going in, anger, aggression, trying to defuse that situationI (FG2) (DN) It's very difficult when there are people surrounding who are inebriated, and there's quite a lot of violence; they've got a big dog in the kitchen, barking, andI drunken people shouting abuse at each other when I was trying to sort out this lady who had cancer. (FG1)
Family Dynamics
Another principal challenge was family relationships, which involved struggles with acceptance, denial, withholding information, and misunderstandings about pain control. Relationships were not immediately apparent but had to be ascertained as nurses grew to know the family.
STRUGGLE WITH ACCEPTANCE
Although a cancer diagnosis was generally accepted by patients and carers, their understanding of prognosis or outlook for the future was often discrepant, in that either the patient or carer wished to protect the other from having to accept a future without cure. In 1 group, this was described as ''they can't really meet. I had a case where she was protecting him and he wasn't accepting'' (FG4).
In general, family members were thought to struggle more with the acceptance of prognosis than patients. For instance, ''the families are very angry, aren't they? And you spend all your time trying to appease the family rather than the patient'' (FG2). Negotiating families who were distressed and struggling to accept the patient's condition was both a regular and challenging situation for DNs, placing extra demands on their time and decentering the patient as the main focus of care.
DENIAL
A struggle with acceptance could also take the stronger form of denial. In this example, the patients accepted, but the families were in denial: ''Families, I've got about 3 on the run that are just in total denial.'' (FG1)
Denial within families could have a bearing on the direction of future treatment. For instance, a patient with stage 4 ovarian cancer had 3 children who regularly sought to avoid the advanced nature of their mother's illness. The patient adopted a similar position of avoidance by refusing district nursing care; she then opted to participate in clinical trials with a heavy adverse effect burden during the final phase of her illness. Here, the patient's reluctance to consider palliation was enabled by the family's avoidance of her actual health status, and both adopted similar protective mechanisms: their commitment to a curative ethos and unwillingness to consider palliative treatment foreclosed a consideration of palliative options and prevented any preparation for end of life.
(DN) They come off a trial and they're going on another trial, and they say to usI they don't ask the consultant, should I go on this trial, because, they were that ill with the chemo, they never spent any time with the family; they were just lying in bed vomiting everywhere and losing their hair, and you know, they've only got about 3 months to live, really, should they be spending quality time with their family and doing everything they've always wanted to do before they die? (FG3)
WITHHOLDING INFORMATION
Where carers had sought to protect patients, this came at the expense of effective symptom management. District nurses felt this ultimately prolonged the patients' journey to acceptance and made planning for future care difficult. As 1 nurse explained:
The relativesI ask the consultant not to tell them, to protect them, and, then, they never come to terms with the pain, the symptoms, they don't know what's going on, but, really, they do, they're asking you these questions, but you've been told and, then, it's just barriers every which way, it's a nightmare. (FG3)
Conflict within families, perceived as challenging, was common and a major challenge for nurses on an interpersonal level. Family members could influence the course of a planned care plan. In 1 case, nursing staff suspected the family of intentionally sabotaging a do-not-resuscitate (DNR) order.
(The patient had accepted theI) DNR order, the family, and the paramedic team were resuscitating this woman who was dying, and the DNR paper had vanished; the next day, it had reappeared, but, she, obviously, sadly died after attempted resuscitation in the house. (FG1) This was described as traumatic for the patient, the family, and nursing team, as well as contrary to the patient's wishes.
MISUNDERSTANDINGS ABOUT PAIN CONTROL
Nurses highlighted many instances in which family members were mistrustful of pain control administration and regimens. Families' perception that pain control was inadequateVeither by being too much or too littleVwas characterized by the expression, ''Can't you do something!'' (FG1). Families' different expectations of pain control (compared with DNs') therefore created mistrust of the nurse. Nurses viewed this as a key challenge.
Further misunderstandings arose from the Shipman case. This case was high profile in the United Kingdom and involved a physician's murder of multiple patients via opiate administration. However unusual, the case served to aggravate families' misunderstandings about pain control. District nurses also found this lowered their confidence in administering pain control because they anticipated their actions would be misunderstood.
(DN) With the Shipman thing, as well, you're, sort of, always conscious of when you're giving somebodyI where do you draw the line, you want to control their pain but then sometimes you've got the relatives, like, watching you and thinkingI. You know, give them more, you know, the pain is not controlled, give them more. (FG1) (DN) Ideas around morphine, how it's used and the way that things have been in the press and the Harold Shipman case, because, people are scared of what's going to happen. (FG3)
A main source of misunderstanding was that family members tended to mistake nurses' pain control interventions for triggers of death. Nurses were therefore anxious of this impression when administering pain control and had to manage families' perception of opiate administration as a death trigger.
(DN) We did a bereavement visit, and we'd sat there for an hour, me and my colleague, with the chap who had lost his wife, and then, we were just talking, generally, and then, just as we were about to go, he said, now, be honest with me, girls, that stuff that you put in the driver, did it see her off ? (FG1) n Discussion
This study has presented findings on the challenges of DNs caring for patients within families. We found that case-load complexity (including household volatility) and family dynamics were key challenges to care delivery. Families often struggled with accepting the patients' prognosis, with-held information, and misunderstood pain control. Consequences for quality of care, in some cases, included reduced patient choice, an inability to consider palliative options, and lower quality of life in the final months of life.
Previous research studies suggest that DNs experience several challenges. These are wide ranging from the delivery of psychological care 17 and emotional strain of delivering palliative care 18 to distinctive power relationships associated with the home setting. 6, 7 The existence of conflict within families and its adverse effects on patients' quality of care has also been recognized, particularly within US oncology studies. 10, 18 Other studies suggest that in response to advanced cancer, family members experience psychological issues ranging from denial to psychiatric illness, role changes, conflicts, misunderstandings, and marital problems. 8Y10 The complexity of DNs' case load has also been recognized, particularly in terms of case-load number. 19 There is also an increasing emphasis on the importance of active case-load management in healthcare policy. 20 
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However, this study specifically identifies challenges associated with families within the home and suggests that the family cannot be assumed as merely a background factor to healthcare provision. It also explains how families add to the complexity cases, an important step in going on to actively manage case loads.
In terms of advancing improvements in clinical practice, interventions may include training nurses to actively observe and assess family dynamics. This could be included within the district nursing degree program orVfor those already registeredV delivered as a short course. This would make nurses better equipped to assess the needs and choices of patient and carer and to recognize how they might differ from each other. In terms of care delivery, ''family dynamics'' can involve all forces at work within the family that produce particular behaviors or symptoms. 21 Content might include concepts that could be applied in practice, such as family enmeshment: the overinvolvement of family members and the reduction of an individual patient's autonomy. 14 A further concept is familial disengagement, which may lead to a neglect of patients' needs due to weak bonds between members; uncooperative or conflicted families may cause even further problems for healthcare assessment and quality of care. 14 Several other concepts may aid nurses in the assessment of family functioning, including; family stability, family transition, family worldview, and the relational context of patients' symptoms and experience of adverse effects. 12 Use of genogram mapping in nursing, in Schirmer et al, has also been proposed. 12 This involves an initial mapping of family relationships and forms of support using simple symbols, followed by family conferencing and then action planning. The planning phase allows nurses to assess family relationships and use family conferencing to highlight and negotiate differences in understanding between family members. Solutions are proposed with the agreement of family members themselves. Familycentered support in palliative care has also been widely used in the United States, 8 and communication tools developed to assist providers in holding family meetings. 22 The feasibility or acceptability of these options to patients has yet to be explored in the United Kingdom and would involve additional training for DNs. The alternative to up-skilling DNs in the United Kingdom would be to encourage more referrals to psychological services for family counseling, an option that is likely to place a considerable burden on services and may not be appropriate in many cases.
The challenging role of families may also influence future research agendas. First, there is further scope for exploring the role of family conflict in palliative care research. Reference has traditionally been made to ''carers'' rather than to family members. Where ''family caregivers'' are discussed, the emphasis is generally placed on issues of family consensus, particularly carers' supportive contribution 23 and hours of support delivered per week. 24 There are clear benefits in being able to define a carer and the valuable support they provide. 25 However, the term ''carer'' suggests a consensus between patient and family member and mutual understanding, which may not characterize actual relationships. Secondly, the challenges presented by family dynamics are often discussed within medical oncology or specialist health psychology. A greater understanding of these challenges in community nursing is also recommended.
The study has limitations, and findings should be interpreted accordingly. It relies on DN's self-judgement of their skills and recall of cases. Recall may be problematic, in that examples of cases that were managed well or cases where family support was adequate may not be remembered or highlighted.. Also, these findings were produced using focus group methodology; oneto-one interviewing may have elicited different issues or subtle shifts in emphasis. However, within the groups, researchers made every effort to explore alternative experience and encouraged the sharing of different points of view. All issues reported here were chosen because they had the agreement of the group and were reemerging themes. Subsequent phases of work will include patient perspectives and direct observations of district nursing practice, with a view to designing a suitable intervention for the training of DNs. It is recommended that an effective training course is designed to work more effectively with patients and those families posing challenges.
